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~ Social anxiety and inhibition in 10- to 14-year-old youngsters 
with Cystic Fibrosis: further evidence of resilience? 
G. Ullrich 1 , K. Pompe 2, M. Ballmann 1 , A. Schuster 3, R. Ziebach 4, W Schulz 2. 
1Dept. Paediatrics, Hannover Medical School; 2Institute of Psychology, University 
of Braunschweig; 3Dept. Paediatrics, University Hospital Dfisseldorf ; 4Dept. 
Paediatrics, University Hospital Tfibingen, Germany 
Aims: Most of the studies on the psychological impact of cystic fibrosis (CF) 
were confined to the narrow focus on whether or not CF is associated with 
psychopathology. Studies on coping as well as on quality of life have broadened this 
scope, so that aspects beyond clinical significance get more attention, today. A new 
German scale (FESUK) to assess ocial inhibition and anxiety not fulfilling criteria 
of anxiety disorder allowed to study another aspect of psychological functioning in 
that broadened scope. 
Methods: multi-centre investigation using FESUK as well as clinical measures 
(SASC-R, anxiety scale; SDQ, psychopathology scale; SSR, stress perception and 
coping scale; a disease-impact scale designed for the purpose of this study) cross- 
sectional case-control design. 
Sample: N 68 eligible; N 47 CF youngsters (x 11.9y; 26 female) from 3 Ger- 
man CF centres; n 27 controls (not randomised) allowing to analyse 25 complete 
pairs. 
Results: Whilst the sick role as well as the widespread (moderate) parental 
overprotection may imply a greater shyness and social anxiety in CF children our 
results rather showed the opposite. CF youngsters scored lower than their case- 
controls (n 25) as well as compared to the age-related references of the FESUK 
(n 47). This was true for the global score on social inhibition (p 0.036) as well 
as regarding social anxiety (p 0.016). FESUK scores significantly corresponded 
to SASC-R scores (rtt 0.44 0.67; all p <0.01). 
Conclusions: Our findings support previous reports indicating high resilience in 
CF patients. 
10. Nursing Psychosocial issues 
1~ Living and working with CF 
T. Havermans, B. Vrijsen, L. Dupont. University Hospital Leuven, Belgium 
Aim: Perception of quality of life (QoL) in adulthood is likely to be affected by 
the achievement of autonomy in living and working. This study examines this issue 
in relation to clinical variables. 
Method: 56/75 adults completed the CF Questionnaire (CFQ-R) (Quittner, 2003). 
Demographic and clinical variables evaluated were: age, gender, residency-, work- 
and relationship status, FEV1%pred, BMI, days IV treatment and presence of a 
totally implantable venous ystem (TIVS). Multiple regression was used to construct 
models relating these variables to QoL. 
Results: As expected FEV1 was related to BMI and days IV, and was lower for 
patients with a TIVS (n 14). Patients residing with parents (n 24) were younger 
than those living elsewhere. Partner status (32 had a partner) was not related to 
clinical variables or QoL. Females reported lower on physical functioning and higher 
on social functioning. Negative body image was associated with a lower FEV1 and 
lower BMI. Number of days IV was related to treatment burden and emotional 
problems. Independent of FEV1 and number of days IV, having a TIVS predicted 
negative role perception and lower respiratory functioning. Non-working patients 
with a TIVS reported poorer physical functioning. Working status was related to 
perception of weight. Overall health perception was related to having a TIVS and 
residency status, with patients living with their parents coring lower. Patients living 
with their parents also reported more problems with eating. 
Conclusion: This study underlines the significance of working and residency status, 
but also of having a TIVS, when examining QoL. TIVS predicted much of the 
variance in several QoL domains. Independence in work and living explained 
variance in physical functioning, weight, eating and overall health. These variables 
merit more attention in future when examining QoL in adult CF patients. 
• Motivational interviewing as a bridge to shared decision making: 
Further results from a team-centred programme 
G. Ullrich 1 , G. Steinkamp 2, H. Ross 3, G. Kremer 4. 1Dept. Paediatrics, Hannover 
Medical School; 2 Clinical Research, Hannoven' 3Mukovisidose . PT, Bonn; 4 Dept. 
of Psychiatry & Psychotherapy Bethel, Evangelisches Krankenhaus Bielej~ld, 
Germany 
Objective: to assess participant satisfaction and benefit with a tripartite team- 
centered programme to improve the management of adherence related problems. 
Method: staff education, on request performed as an in-house programme for CF 
teams; 3 half day courses: (1) basic concepts (health psychology), (2) stages of 
change model, reflective listening; (3) developing discrepancies and rolling with 
resistance. [For further details on the course cf. J. Cystic Fibros 4 (suppl. 1), sl 11 
(415).] Assessment of satisfaction i cluded ratings of perceived relevance of every 
single component as well as a global rating of satisfaction with the respective day 
(e.g. fulfilled my expectations; was worth attending). 
Results: Up to now we ran 9 courses (170 participants from 17 centers). For various 
reasons we have complete questionnaires from 144 participants. The team approach 
is reflected by the vocational composition of the group: 18% physicians, 28% nurses, 
18% physiotherapists, 18% psychosocial staff, 18% other. Most attendees were 
experienced (61% ~>5y working with CF). Satisfaction with the programme was 
high: 79% (day 1), 93% (day 2) and 90% (day 3) of participants said the course was 
worth its input. Experience on the job or type of profession was unrelated to this 
estimate. Days 2+3 (motivational interviewing) were rated significantly better than 
day 1 (basic concepts). Practical significance of the components was rated best for 
reflective listening as well as for giving a life example of motivational interviewing. 
Conclusions: a team-centred approach is well accepted and applied issues are 
particularly welcomed. 
1• Mental health and sense of coherence in Swedish Cystic Fibrosis 
adults. A pilot study 
A. Bergsten Brucefors, L. Hjelte. Stockholm CF-Centre, Karolinska University 
Hospital Huddinge, Stockholm, Sweden 
Aims and Method: The aim of this study was to see if simple measures of 
mental health and sense of coherence could give meaningful results. 50 adult 
patients (age > 20y, 22 F/28 M), from the Stockholm CF-Centre participated. They 
were presented the General Health Questionnaire (GHQ-28) at their yearly check- 
up. GHQ-28 gives the four factors, somatic symptoms, anxiety and sleeping 
difficulties, social dysfunction and serious depression. Three questions on sense 
of coherence measuring comprehensibility, manageability and meaningfulness were 
added. Altogether there were 31 questions. It took the patients less than 10 minutes 
to fill in the form. The instruments were chosen because of their normative data 
and their statistical strength. 
Results: There were differences between men and women. 17 patients (5M 
and 12F) showed a risk of deteriorated mental health (p < 0.05). There was a 
difference between men and women as for meaningfulness (p < 0.05). Men had 
a stronger feeling of meaningfulness than women. Women reported more social 
dysfunction (p <0.01) and more serious depression (p <0.001). Men showed no 
correlation between mental health and sense of coherence while women showed 
significant correlations between "somatic symptoms" and manageability (r 0.43) 
and meaningfulness (r 0.55), also between "anxiety and sleeping difficulties" and 
meaningfulness (r 0.45) and comprehensibility (r 0.42). 
Conclusions: This pilot study has shown that even a few questions in a short time 
can give important information and indicate the need for psychological support for 
some patients. We intend to continue to give these questions to adult patients which 
will give us the opportunity to follow the mental health of the adult CF patients 
over the years. 
